
THE LA ST THIRTEEN DA YS 
  
  

This is an account , albeit  somewhat  disjoint ed and not  journalist ically 
correct , of  t he last  t hirt een days of  Graham BrownÕs life as experienced 
by his wife Rut h.  Graham was a pharmacist  who had been in pract ice 
for some 42  years and unt il a hip replacement  operat ion on 13 t h May 
2004, had shown no real indicat ion of  t he sympt oms which would 
follow.   
  
On 3 rd August  2004, Graham was t aken t o a privat e hospit al in a 
suburb of  Newcast le t o undergo a lumbar punct ure and any ot her 
furt her invest igat ion int o his rapidly det eriorat ing condit ion.  I will 
brief ly back-t rack and speak of  some of  t he event s t hat  I not ed on a 
pad around t he t ime prior t o visit s t o his doct or around mid July 2004. 
 
When sleeping, f idget s or jerks cont inually bet ween every 3 t o 8 
seconds. Occasionally t his will be up t o 16 seconds. He doesnÕt  
remember doing it  by morning.  Denies level of  memory loss and 
becomes argument at ive about  keeping locum commit ment s. Was 
asked t o t urn down t emperat ure of  urn in kit chen at  Church Hall before 
Church service, st art ed in t he direct ion t hen apparent ly became 
sidet racked and lef t  wit hout  doing so.  Much st eam, not  much wat er 
lef t  in urn!  Generally commanded cont rol of  kit chen yet  not  capable of  
carrying out  a simple request  for a cup of  cof fee.  Same at  home.  
Seemed t o perceive t hat  he wasnÕt  able t o of fer much help and was 
f inding t his very f rust rat ing.  
 
By t he t ime Graham & I had t he f irst  appoint ment  wit h our G P, his 
condit ion was det eriorat ing before my very eyes day by day.  Just  as I 
would realise t hat  a cert ain procedure would improve t omorrow if  I did 
Òsuch & suchÓ, it  was t oo lat e by Òt omorrowÓ.  On visit ing his G P, 
some t hree weeks before being admit t ed t o hospit al for t est s, he failed 
a simple quiz when asked t o count  backwards f rom 100 by 7Õs. The he 
was asked t o draw t he face of  a clock wit h t he hands point ing t o 
t went y past  nine.  His brilliant  mind failed him in complet ing bot h t hese 
t asks. This consult at ion was pivot al in t he ongoing series of  CAT scans, 
MRIÕs, MRAÕs and t hen t he furt her t est s in hospit al. 
 
On t he evening of  2nd August  2004, I had cooked a special meal as I 
felt  t his t ime we had lef t  t oget her was import ant  and would be brief . I 
t alked t o him of  what  he felt , was it  f rust rat ion, fear of  loss of  
f riendships and perhaps being excluded? He said ÒyesÓ t o all of  t hese 



and so I t ried t o keep t he t one of  t he conversat ion very posit ive, 
reassuring him t hat , alt hough he had already suf fered some brain 
damage, as t he init ial t est s had shown, we were t here t oget her & I 
would always st ay by his side.  I had wat ched a physical healing of  t he 
hip replacement  f rom t he f irst  few days af t er t he operat ion but  had 
decidedly not iced a bad pallor, cont inuing weight  loss, lack of  energy 
and, general disint erest  and unwell-ness.  
  
The f irst  f ive days in hospit al consist ed of  a lumbar punct ure on day 1 
and result  on day four (Friday) .   
 
Sat urday (day 5)  brought  relat ives, f riends, business associat es f rom 
near and far af t er hearing t he shocking news t hat  Graham had fat al 
brain disease fCJD. 
 
Day 8 (Tuesday) . ÒSensat ionsÓ increasingly dif f icult . CanÕt  get  t op 
dent ures out . Cont inually scrat ching & rubbing face and head.  Jerking 
movement s come & go, very t ired.  Sore, red and wat ery right  eye.  
St ill wobbly on legs Ð scary when on my own (no nurses around).  Last  
night  I slept  on mat t ress on f loor Ð a bit  cold but  comfort able. Held 
hands as we Òslept Ó head t o t oe.  Graham want ed t o get  up once or 
t wice & at  one t ime was very agit at ed and asked for his neck t o be 
shaved in t he middle of  t he night .  I reassured him it  wasnÕt  
appropriat e t ime of  day for shaving and he was f ine.  Slept  pret t y well 
so we did get  some sleep.  IÕve st ayed wit h him af t er f irst  day or so 
because he was apparent ly wandering and so it  was most  upset t ing t o 
leave him t here on his own and f right ened.   IÕm so t ired and t rying t o 
pace myself . It Õs not  easy when I have so many t hings t o at t end t o. 
  
Day 9 Ð 11/ 8/ 04 and LisaÕs birt hday.  This morning we learn t hat  t he 
diagnosis is cert ainly CJD and whilst  we knew, it  is so f inal and 
devast at ing.  So hard t o believe t hat  heÕs only 63 and six mont hs ago 
we t hought  t he world was our oyst er for at  least  t en years.  Now we 
make memories and I know most  will be sad.  We have found t hat  Jack 
Jenkins (uncle)  suf fered t he same fat e but  t his family hasnÕt  been 
close t o us so we really didnÕt  ever know what  he died f rom.  What  a 
pit y!  By t his we know t hat  it  is t he heredit ary t ype (genet ic)  very 
scary and we soon learn t hat  our children have a 50% chance of  
carrying t he gene and 60% chance t hat  it  will manifest  in t hem. Since 
t he t ime of  wr it ing t his, t hese st at ist ics have jumped t o up t o 80%   
 
Day 10 and I have arranged t o t ake Graham t o a privat e hospit al close 
t o our home where I hope t hat , wit h t he help of  f riends, we can t ake 



him home for a st int  t hrough t he day but  I would be reassured by t he 
medical backup at  hospit al and suf f icient  number of  nursing st af f  
required t o care for him around t he clock.  I brought  Graham on t his !  
hour t rip in our own car.  He did manage t o walk 2 or 3 st eps f rom his 
bed t o a wheelchair but  f rom t hen on he needed t o be lif t ed by 2  
st rong men t o bot h put  him in and get  him out  of  t he car at  t he 
second hospit al.  He was never able t o walk again and of  course didnÕt  
get  home eit her.  His condit ion was det eriorat ing rapidly before our 
very eyes, as it  had been f rom t he very f irst  t ime we went  t o visit  a 
doct or.  The t rip bet ween hospit als was exhaust ing for Graham and he 
is much worse, should have been t ransport ed by ambulance.  HeÕs been 
eat ing really well all along.  All our girls are here and we enjoy some 
qualit y t ime. Dement ia is accelerat ing at  rapid speed but  he st ill t ries 
t o speak or ramble.  At e good meal at  5 but  as darkness falls 
(sundown syndrome) t hings st art  t o happen.  The jerks are get t ing 
worse and t hen he st art s t o hallucinat e.  The girls are demons and t his 
scares t hem very much.  I t ry t o comfort  t hem.  I have been home t his 
morning and had a sleep but  now it  is get t ing lat e and Mandy & Susan 
will st ay wit h him t he night .  The deliriums Ð t remors Ð jerks & demons 
are out  of  cont rol & we know t hat  one person canÕt  manage him.  He 
suf fers so much f rom Òsensat ionsÓ probably associat ed wit h much 
muddled brain messages.  Head, back, legs always being scrat ched. I 
t hink severe pain would be bet t er.  At  least  pain killers most ly work.  I 
leave t he girls at  about  10 t o eat  and sleep in preparat ion for what  is 
t o come.  
 
Day 11.  G.P. has been and Susan and Mandy go home t o shower & 
eat .  Earlier we have asked doct or t o assist  Graham wit h all necessary 
pain killers, sedat ives et c in order t o make him more comfort able.  
Doct or asks my consent  t o insert  canular t o administ er all t his. Doct or 
has prescribed a Òcockt ailÓ which can be increased progressively. 
GrahamÕs not  eat ing now and just  t aking t hickened lemonade and 
receiving wat er spray et c.  We prepare for his body t o shut  down.  The 
brain is closing down very rapidly.  Dr f inds rapidit y unbelievable Ð so 
do we.  I t hink maybe t he poor darling hasnÕt  been well for some t ime.  
I probably wonÕt  get  a chance t o cont inue on here but  for now Ð t his is 
t he worst  day of  my life and my heart  is breaking.  Many visit ors 
again.  A former st af f  member who loved him dearly, has t raveled a 
long way t o say goodbye.  So emot ional, nobody want s t o leave as 
t hey go t hrough t his heart breaking process.  Fr. Roger comes, Pet er, 
Tom, Laura, Jef f , Cooper and Gus, and lat er in day Pet e, Josh & Will.  
Every family member had opport unit y t o have a hug goodbye whilst  
Graham was lucid and aware of  t his special t ime.  I have an ache f rom 



my t hroat  t o t he pit  of  my st omach & I feel as if  it  is all being t orn 
apart .  Close f riends keep coming back as does his business part ner, 
Jenny who is like our family. At  about  4.00pm nurse insert s 
subcut aneous procedure and girls & I all wat ch t his.  We agree t his is 
necessary in order for him t o f ind peace.  Wit hin an hour t he jerks and 
irrit abilit y have subsided.  He sleeps a while and t hen wakes & eat s 
cust ard and apple crumble, !  a beer and lat er a sip of  wine.  Kit chen 
st af f  t hink t his request  st range but  when we suggest  it  t o Graham he 
nods his head t o say ÒyesÓ and t hen wolfs int o it  brief ly.  DoesnÕt  
mat t er, we would give him anyt hing.  His (our)  f riend John arrives and 
t hen ot hers come & go. John goes away t o get  us a bot t le of  wine. He 
t hinks we deserve it  and so do we!  More dear f riends come & go & Fr. 
Roger comes back. As our Priest , he has been very support ive in 
sharing t he peace & love t hat  has made t his journey so much in t une 
wit h our Christ ian fait h, but  more t han t hat , t hrough t hese past  weeks 
he t oo has become like part  of  our family and for me, a very special 
f riend. We have sandwiches, wine and happy t alk. Graham is get t ing 
dist ressed, Roger leaves and we st art  singing. Most ly his favourit e 
hymns/ choruses and of  course love songs. Graham seems t o enjoy 
t his.  Doct or comes and suggest s we should give !  hourly 
administ rat ion of  medicat ion if  needed and we agree.  Graham 
immediat ely becomes much more set t led and has a peaceful (most ly) 
night . I go home again lat e and get  4 Ð 5 hours sleep.  I know t hat  I 
need it .  Mandy comes wit h me Ð IÕm concerned about  how lit t le sleep 
t he girls are get t ing t oo.   Lisa st ays t ill 4 .30 am and Susan leaves at  
6.15 when I arrive back.  I hope t hat  t hey can sleep. 
 
Day 12:  
Looking back, I wonder if  t his dreaded disease may not  have moved on 
t o t his st age if  Graham hadnÕt  had t he hip operat ion.  I have read of  
anot her pat ient  dying af t er a severe t rauma.  We canÕt  t urn t he clock 
back and obviously t hat  t ime bomb has been t icking away since birt h.  I 
pray t hat  our children will be spared.  This morning Graham has had 
t hree cups of  apple juice and some wat er, very t hirst y.  I suspect  t hat  
he will no longer t ake solids and now t hat  heÕs heavily sedat ed, I t hink 
we should allow him t o pass away peacefully.  I will ask for t wo visit ors 
only at  one t ime as it Õs been t oo noisy.  More f riends come t his 
morning again Ð some t wice a day. Our f riend Jeannie minded t he baby 
(Oliver)  yest erday af t ernoon and she will become his ot her 
grandmot her over days ahead.  It Õs 9.30am now & Graham is being 
bat hed in wat er chair.  I sit  in lounge at  hospit al and wait .  My dear 
f riend Jan has arrived by now & has t aken over t he running of  my 
house. How blessed I am wit h all t hese dear f riends around me.  



 
Thursday 19 t h August .  Forget  how many days but  Graham has exist ed 
on t hickened nect ar & wat er spray Ð very hard for us all but  t hat  is all 
he can swallow.  He had a peaceful night  last  night  but  t his af t ernoon 
has been f it -full Ð t errors et c but  no increase in morphine et c. yet .  We 
are worried about  anyone leaving t onight , I canÕt  believe it Õs one week 
t oday since I brought  him here.  He was previously at  t he ot her 
hospit al for 9 days.  We have all had some beaut iful moment s of  high 
emot ion wit h him, speaking of  our love et c.  We have wat ched many 
people come & go, having said goodbye t o him.  Graham has been fully 
aware of  what  is happening all along alt hough t his has been highly 
emot ional for him & us.  
 
 
Friday 20 t h August . This has been NannaÕs (my Mot her)  anniversary and 
a few days since my aunt y LilaÕs. What  a t ime! Last  night  was rat her 
peaceful for Graham, I was up and down checking on him.  Today I have 
been emot ionally drained wit h signing papers of  consent  for a post  
mort em.  I knew t his would happen but  it Õs been very dif f icult  as he is 
st ill alive.  He will donat e brain t issue and I pray t hat  t his will make a 
major cont ribut ion t o t he discovery of  a cure for t his t errible 
disease. Neurologist  came at  8.00am t his morning.  There was a 
meet ing wit h t he hospit al board at  t his Privat e Hospit al where 
GrahamÕs hip surgery t ook place and a code of  pract ice has t o be put  
int o place t o avoid cont aminat ion.  In t he fut ure people will have t o 
declare if  t hey are known t o have t his gene et c. Major issues like 
insurance policies not  being renewed et c.  It Õs a minef ield.  What  a 
dilemma for t he aut horit ies I know but  t hereÕs been so much for me t o 
be aware of  and t ake in t hat  IÕm st art ing t o feel overwhelmed. It Õs like 
opening a can of  worms.  I lat er went  t o our G.P.Õs surgery t o sign 
more papers, blood t est s et c and sadly, t o give informat ion regarding 
Funeral Direct or.  I feel like it Õs asking a lot  for us t o t ake t his st ep at  
t his point  but  t hen I underst and t hat  t he weekend is coming up & our 
doct or is going away.  When Graham passes away and t he family has a 
viewing, he will be t aken t o Glebe where t he post  mort em will t ake 
place and he will lat er be brought  back t o James MurrayÕs at  Hamilt on 
t o await  funeral service and cremat ion.  The quick t ransport  t o Sydney 
is vit al for early t est ing.  All t oo much when it Õs our loved-one we are 
speaking of . We have jokingly said Òt rust  him t o have somet hing really 
rare and exot icÓ. Poor darling, as if  he has had any idea of  t he 
possibilit y of  t his disease falling on him. 
 
Sat urday 21st  August  2004.  I slept  at  home last  night  & Susan st ayed 



wit h her fat her Òbless herÓ, she sat  up most  of  t he night .  He snored 
very loudly & breat hing was laboured. Today he had a visit  f rom a 
lovely young male nurse by t he name of  Pat rick, who spoke so gent ly 
t o him yest erday and lo and behold, came again t his morning, which is 
his day of f ! The spirit  had spoken t o him t o come t o Graham and 
reassure him t hat  Christ  was wait ing for him and He didnÕt  want  him t o 
be af raid.  He t old us he was a Christ ian and I replied t hat  Graham was 
t oo.  As I expect ed, when Pat rick asked Graham if  he was f right ened, 
he replied ÒnoÓ! 
Brian our dear f riend arrived last  night  & was very dist ressed about  his 
good f riend Ð f inds it  hard t o believe & we all do!  I came early t his 
morning & Susan went  home for a while only t o work, weeding, 
cleaning, pool et c. Mind t herapy I feel. Graham is set t led int o 
unconsciousness & not  responding t o conversat ions et c.  It  is now 
4.00pm  & he has moved occasionally Ð st if f  arms & leg movement s.  
Trouble wit h swallowing.  Dr. says t his morning it  will be in next  few 
days, I t hink soon.  It  has now been 18 days since he f irst  went  t o 
hospit al. Lisa, Susan & I st ay t onight  & have a bad few hours t ill around 
1.00am.  Weekend agency st af f  doesnÕt  underst and case and proceed 
t o t reat  him as ÒnormalÓ case.  We f ind t his dif f icult  and ask for 
doct orÕs orders t o be followed up on, which will hopefully result  in 
GrahamÕs comfort .  Treat ment  not  what  I had expect ed at  t his point  of  
t ime but  wit h insist ence, t he nursing st af f  make his night  comfort able 
& I especially donÕt  want  him t o be f right ened. Af t er some t reat ment  
and siphoning of  mucous f rom lungs, Graham becomes much more 
set t led and sleeps for rest  of  t he night . 
 
Sunday 22nd August .  He is looking gravely ill and has a raging fever Ð 
pneumonia we presume.  He had earlier been cat het erized as urinary 
syst em failed.  I t hink he will leave us in t he next  24 hours.  Fr. Roger 
comes in at  11.0am & we have a nice chat  about  all t hings 
& t hen Holy Communion. It  is a special t ime for our family & Roger 
remarks how unique we are Ð we agree.  Graham played a major role in 
est ablishing loving support  wit hin our family.  The day st af f  has arrived 
by now & t hankfully have an accept ance of  making t he dying as 
comfort able as possible.  Graham labours away at  breat hing whilst  his 
heart  is beat ing very fast .  Mandy ret urns f rom Sydney by now.  If  I 
havenÕt  already said t his, t hen I should say t hat  our 3 daught ers in 
order of  birt h are Susan, Lisa & Mandy.  (As I wr it e t his chapt er, 2  
weeks & 4 days have gone since Graham passed away.  I hope t hat  I 
am recalling most  of  t he event s but  t his has been dif f icult ) .  No more 
visit ors but  Roger ret urns in t he evening. As t he day progresses we t ry 
t o cool GrahamÕs body & by evening, Susan has dishes of  wat er and ice 



t o keep t he cold clot hs coming. We seem t o get  his body cool but  his 
head is like a furnace.  It  is hard t o help a loved one t o die, knowing 
t here is no t urning back. We at t empt  t o rost er ourselves t o rest  but  
Susan insist s on sit t ing up & cooling him & kissing him. One by one we 
join her & at  4.10am, as we lif t  his head t o cool it , he goes t o rest .  We 
share t his t ime privat ely, say prayers, kiss him goodbye & hold him Ð 
hold one anot her and t hen f inally call t he st af f .  They are very 
comfort ing and we have a cof fee whilst  t hey wash him & prepare for 
t ransport ing his body t o Glebe mort uary for t he post  mort em.  I canÕt  
believe t his is over and now comes t he preparat ion for t he funeral & 
t he grieving.  I feel such misery at  t he t hought  of  life wit hout  him.  
 
As I writ e t his, some 13 mont hs have passed since Graham lef t  us.  
Init ially, I could only approach my life day by day as t he unexpect ed 
road ahead seemed impossible t o navigat e.  I do not  like my exist ence 
of  much aloneness but , wit h t he support  & help of  f riends, family and 
my church family, my life goes on hopefully & in a posit ive way.  I t rust  
t hat  my exist ence will be f ruit ful t o me & t hose whom I encount er, and 
especially t o t he cause of  support ing t he research int o CJD & t he 
families who have lost  loved ones t hrough t his dreaded disease. This 
account  has been lit erally f rom my pen as I put  my t hought s & our 
experiences on paper. Forgive me if  it  seems overdramat ic but  oneÕs 
emot ions are high at  such t imes.    
            
  
  


